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The Book of Alzheimer’s is written for church leaders
interested in helping families cope with dementia. Its
development was sponsored by the African-American De-
mentia Outreach Partnership (AADOP) at the University of
Kentucky’s Sanders-Brown Center on Aging. This manual
is designed to share what we have learned during three years
of a national grant to build awareness and support related
to Alzheimer’s disease in the Lexington/ Bluegrass area of
Kentucky.

Studies suggest that African Americans have an increased
risk for developing Alzheimer’s disease. This manual shares
ideas on how congregations can provide sensitive and
appropriate support to families as they struggle with this
devastating disorder. Educating churches about Alzheimer’s
disease is important because African-American families
look to their churches and ministers for guidance in their
times of need. Even when those with disease and their
caregivers cut off others, they strive to stay connected with
their church. Historically, the African-American church has
provided strength to assist church members in maintaining
their sense of well being, and Alzheimer’s disease is a new
threat. Fortunately, churches in Lexington have begun to
ready themselves for this challenge. As Pastor Gaines from
Consolidated Baptist describes, “The good news is we have a
history of reaching out and embracing one another in the
community, so here is another opportunity to do that with
the church being the body that she’s been called to be in
caring for one another.”

The manual will also be helpful to individuals or groups
reaching out to provide clinical or caregiving support to the
African-American community.

The Book of Alzheimer’s: for African-American Churches

Explains the basics of Alzheimer’s disease and dementia.
Describes the impact of Alzheimer’s on the African-
American community.

Teaches how to provide quality care for people with
memory loss.

Discusses how to build a support network through
the church.

The Book of Alzheimer’s: for African-American Churches




Lela Knox Shanks, a prominent African-American leader in
Lincoln, Nebraska who cared for her husband with Alzheim-
er’s disease, said that her best advice to fellow caregivers was
to “connect faith to everyday life.” This manual will help
church members reach out to caregivers like Lela and let
them know that they are traveling the caregiving journey not
only with their personal faith, but also with a supportive
community.

Deborah D. Danner, Ph.D.

Project Director, African-American Dementia Qutreach
Partnership/ Sanders-Brown Center on Aging
University of Kentucky, Lexington, KY
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The African-
American Dementia
Outreach Partnership
consists of the
University of
Kentucky’s Sanders-
Brown Center on
Aging, the Office of
Multicultural Affairs
at the University, the
Commonwealth of
Kentucky’s Division
of Aging Services,

the Greater Kentucky
and Southern
Indiana Chapter

of the Alzheimer’s
Association and local
African-American
churches with
funding provided by
the Administration
on Aging.
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THE SERENITY PRAYER

God grant me the serenity
to accept the things I cannot change;
the courage to change the things I can;
and the wisdom to know the difference.

Living one day at a time;
Enjoying one moment at a time;
Accepting hardships as the pathway to peace;

Taking as He did, this sinful world
as it is, not as I would have it;
Trusting that He will make all things right
if I surrender to His Will;
That I may be reasonably happy in this life
and supremely happy with Him
forever in the next. Amen.

—Reinhold Neibuhr—

This non-denominational prayer may be helpful for caregivers
and newly diagnosed patients. The message is very appropriate
to the challenge of the disease, and repetition of the prayer
may reinforce the meaning of the message.
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TCHAPTER T

Alzheimer’s Disease
| and !
| Dementia

M “Alzheimer’s disease does not discriminate between rich and poor,
African-American and white. All individuals touched by this
disease deserve our love and the best care available.”

William R. Markesbery, MD, Director, Sanders-brown
Center on Aging and Alzheimer’s Disease Center,
University of Kentucky







Alzheimer’s Disease and Dementia

InTRODUCTION

This section briefly describes Alzheimer’s disease and
dementia, discusses symptoms and treatment, and provides
valuable information about research participation. Church
leaders and members reading this section will walk away
much better informed about Alzheimer’s disease, the fourth
leading cause of death in

the United States.

Dementia affects one in four American families. By reading
and using this manual, your church can be a leader in
supporting families. To fight this disease, knowledge gives
power!

About Dementia

Dementia is a medical condition that affects the brain and
its symptoms include: memory loss, confusion, problems
with speech and language, anxiety, paranoia, personality
changes, lack of initiative, and difficulty learning new skills.

A person with dementia may get lost in a familiar neighbor-
hood, have trouble paying bills and managing money, or lose
the ability to do simple tasks.

There are different kinds of dementia, including a dementia
caused by small strokes. Some people with Parkinson’s
disease also show signs of dementia.

ALZHEIMER'S DISEASE

Alzheimer’s (AHLZ-high-merz) disease (AD) is the leading
cause of dementia in the elderly. The most striking symptom
is memory loss, especially the loss of recently learned infor-
mation. Other symptoms include a decline in the ability to
learn, reason, make judgments, and communicate and carry
out daily activities. As the disease progresses, the person may
also experience changes in personality and behavior, such as
anxiety, suspiciousness or agitation.

Confusion is common, and people with Alzheimer’s disease
may mix up appointments, think they are a different age
than they are, or believe that they are late for work when
they have been retired for years.

The Book of Alzheimer’s: for African-American Churches
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Delusions or hallucinations may also occur. The affected
person may accuse others of stealing money or be sure
something has happened that has not.

Alzheimer’s is a growing problem - 15% of people over age
65 are affected, and 40% of those over age 85. While much
less common, Alzheimer’s disease can occur in younger
people as well.

Although there is currently no cure for Alzheimer’s, research-
ers are working to develop new treatments. Research has
also shown that effective care and support can improve the
quality of life for both patients and their caregivers.

[he Difference between Dementia
and Alzheimer’s Disease

Think of the word “dementia” as a classification like “soup.”
Soup is a general category of food and “dementia” is a
general classification of illness. When we go to a restaurant,
we don’t just order soup; we want to know what kind of
soup the restaurant is serving.

Similarly, when we go to the doctor, we should not accept

Y g p

the word “dementia” as a diagnosis. That’s too general.

We want to know, “What type of dementia does mother or

father have?” A good medical workup will tell us the answer.
g p

See BOX 1A

2 12/@ ® & % % The Book of Alzheimer’s: for African-American Churches




Alzheimer’s Disease and Dementia

M BOX 1A

Understanding the Meaning of Dementia and Alzheimer’s
Disease

True or False

1. You can have dementia and not have Alzheimer’s
disease.

[TRUE; there are different kinds of dementia besides
AD, including dementia caused by small strokes.]

2. You can have Alzheimer’s disease but not dementia.

[FALSE; Alzheimer’s disease is a type of dementia.
By definition everyone with AD has dementia.]

3. Most older people with dementia have Alzheimer’s
disease.

[TRUE; AD is the leading cause of dementia in the
elderly.]

4. A good medical exam will help figure out what is
causing a person’s confusion or memory loss.

[TRUE; a good medical work-up is recommended and
will usually result in a specific diagnosis. Also, a good
medical exam is important because some problems with
memory, such as those caused by vitamin deficiencies
or depression, may be reversible]

5. A person can have more than one dementia at the same
time (for example, Alzheimer’s disease and dementia

caused by small strokes).

[TRUE; multiple problems are possible.]

®
\
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Progression of the Disease

Alzheimer’s disease advances at very different rates. The
length of the illness can vary from 3 to 20 years. The areas
of the brain that control memory and thinking skills are
affected first, but as the disease progresses, cells die in other
parts of the brain. Eventually, the person with Alzheimer’s
may require complete care.

Alzheimer’s disease shortens life, and people with AD

are vulnerable to pneumonia, serious falls, infection and
other related problems. As the health of a person with
Alzheimer’s disease begins to fail, Hospice services can be
called for necessary support and important end of life care.

Wérning Signs and Symptoms

My family and I knew something was going on
with my mother because she wasn’t acting like
she used to. For example, my mother, who usually

loves to eat and fix meals, became uninterested

in food.

I also noticed that she was not as social as she
used to be. Instead of hanging out with and
talking to adults and being right in the middle
of conversation, she would isolate herself from

groups or hang out with the children. When we

would talk, she would be more guarded in her
conversation, almost as if she was carefully watching her words
to make sure she said nothing wrong.

—Anna Mason, Caregiver—

To help family and church members recognize the warning
signs of Alzheimer’s disease, the Alzheimer’s Association has
developed a checklist of common symptoms.

2 14/‘\3 ® ® & %  The Book of Alzheimer’s: for African-American Churches



Alzheimer’s Disease and Dementia

1. Memory loss. One of the most common early signs of
dementia is forgetting recently learned information. We

all may forget appointments, names or telephone numbers.
However, people with Alzheimer’s disease forget such things
more often and do not remember them later.

2. Difficulty performing familiar tasks. People with
Alzheimer’s often find it hard to complete everyday tasks
that do not usually require much thought. For example,
a person who was always a good cook and handled church
suppers may not be able to follow a recipe or may burn a
dish she used to prepare easily.

3. Problems with language. Everyone has trouble finding
the right word at times, but people with Alzheimer’s disease
may forget even common words like “toothbrush.” They
may then substitute an unusual word or phrase, which can
make their language hard to understand. If a person with
Alzheimer’s disease is missing his toothbrush, he may ask for
“that thing for my mouth.”

4. Confusion about time and place. It’s normal to
occasionally forget an address or the day of the week. People
with Alzheimer’s disease, on the other hand, can become
lost even in their own neighborhoods. They also may forget
where they are and how they got there, and may not know
how to get back home. They may think the year is 1996,
instead of 2006, or that they are 47, not 87 years old.

5. Poor or decreased judgment. No one has perfect
judgment all of the time. However, people with Alzheimer’s
may dress inappropriately, wearing several shirts on a warm
day or very little clothing on a cold day. They may also show
poor judgment about money, giving away large sums to
strangers or by ordering products that they don’t need.

6. Problems with abstract thinking. Balancing a check-
book can be challenging to all of us, but a person with
Alzheimer’s disease may forget what the numbers mean and
what to do with them.

7. Misplacing or hiding things. Anyone can lose a wallet
or a key. A person with Alzheimer’s may misplace items by

OOOOK‘
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Alzheimer’s Disease and Dementia

putting them in unusual places - for example, the iron in the
freezer or a wristwatch in the sugar bowl.

8. Changes in mood or behavior. We can all become sad or
moody. A person with Alzheimer’s disease may show rapid
mood swings, changing from calm to tears to anger, for no
apparent reason.

9. Changes in personality. Personalities may change
somewhat over time. However, a person with Alzheimer’s
can have drastic personality changes, becoming suspicious,
fearful or unusually dependent on a family member.

10. Loss of initiative. It’s normal to tire of housework,
business activities or social obligations. People with
Alzheimer’s disease may become very passive, sitting in front
of the television for hours, sleeping more than usual, or not
wanting to participate in their usual activities.

If you recognize any of these warning signs in yourself or
those in your church family, you should talk to your doctor
or encourage them to mention these symptoms to their
doctor. Early diagnosis is an important step to getting
appropriate treatment, care and support.

Diagnosis and Treatment

For persons with dementia, an early diagnosis has many
advantages including:

relief from anxiety about unknown problems

a better chance to benefit from treatment

time to plan for the future and get legal and financial
affairs in order

information to help improve his or her quality of life

Alzheimer’s disease is not the only cause of memory loss
or other dementia-like symptoms. Some problems can be
reversed if they are caused by treatable conditions like
depression, drug interaction, thyroid problems, vitamin
deficiencies, or excess use of alcohol. Symptoms caused
by Alzheimer’s disease cannot be cured, but medications

2 16/@ ® & % % The Book of Alzheimer’s: for African-American Churches




Alzheimer’s Disease and Dementia ® & # # @<.>/\R

are available that may slow the course of the illness. Most
current drugs work best when they are taken early in the
disease. New drugs are under development; there is always
reason to have hope.

Families should be encouraged to get a specific diagnosis.
Unless the family and doctor know what is causing the
symptoms, the development of an appropriate treatment
can be difficult.

Even after the work up and diagnosis, patients and families
may need time to adjust to the news as one patient in
Lexington describes:

The hardest thing for me to deal with in the beginning, I didn’t
believe I had anything. I was putting it all on old age. After I saw
what you all represented and I come and had tests and everything,
and then I was sent and had a CAT scan and you dll told me the
results and that I had the disease. It has been a problem in a way
because when you are thinking one thing and it is something else, it
keeps you kind of confused.

— Patient, Kentucky Clinic North, Lexington —

PREPARING FOR THE DocTOR’s VisIT
The following tips may help when advising families about
talking with their doctor:

1. Encourage the family member to go with their loved
one into the examination room so that they can
describe their concerns and hear what the doctor says.

2. If the family is uncomfortable speaking about their
concerns in front of the patient, have them write out
a list of problems and drop it off or fax to the office
before the visit.

3. Have the family bring all medications, over-the-counter
and prescription, to the visit.

4. The family should ask the doctor about medications
that may help with memory and behavioral problems.
New medications are being developed every day.

The Book of Alzheimer’s: for African-American Churches ® ® & ® @\17 S



Alzheimer’s Disease and Dementia

A complete medical evaluation for memory loss should
include:

1. A complete and accurate medical history. The family
should be honest about past or current use of alcohol.

2. A neurological and physical exam, which may include
brain imaging techniques such as CT scan, MR, or
PET scan.

3. Lab tests (blood and urine) to look for infection or
vitamin deficiencies.

4. An evaluation of the patient’s ability to perform
common daily activities, such as balancing a checkbook
or taking medications.

5. Testing to measure the patient’s thinking and memory.

6. An interview with the patient’s caregivers to hear
their story.

7. Some patients are aware of what is happening to them.
Be sure to respect their dignity by giving them time
to ask questions and express their concerns. The exam
can be stressful. The family member can help by taking
the person’s hand, offering encouragement, and
maintaining hope.

TREATMENT

Unfortunately, no cure for Alzheimer’s disease has been
discovered. However, researchers have developed several
medications that may slow the course of the illness. Medica-
tions are also available to relieve problems with anxiety,
agitation, paranoia,

and sleep disturbances.

The best treatment is loving care. The old saying, “to know
someone, you must walk a mile in his or her shoes” applies
to dementia care. Caregivers must learn to accept that the
memory loss is real and that the person is not trying to make
life difficult for them. As discussed in Chapter 3 of this
manual, it will be helpful for the caregiver to create a positive
caregiving environment, follow a routine, and help the
person feel safe, secure and valued. Long-held rituals such

as favorite songs and hymns, religious readings and prayers
may also be comforting.
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Alzheimer’s Disease and Dementia

Those providing care should try to keep the person physi-
cally active and busy with activities the person enjoys. Even
later in the illness, many people can help fold laundry, assist
with light yard work, or sweep the back porch. Remember to
remind families that Alzheimer’s disease is not a punishment
for sins they have committed and that God is not angry with
them. Reassure families that help is available and you will
help them find it. Check the Alzheimer’s Specific Resource
Guide that is a companion piece to this manual if you are in
Lexington, Kentucky.

The following story describes one caregiver’s efforts and
summarizes this loving approach:

....@/.\)7

At first it wasn’t easy dealing with the personality changes in my
uncle. I would get frustrated when I spoke to him because he
wouldn’t give the right answer to a question I would ask or to things
I would say. So I learned to play make believe with him to get things
done and make living with him easier. When I would come home
from work, I would ask, “Did you go to Louisville today?” and he
would say, “Yeah, I went to see my girlfriend.” Well, he didn’t go
anywhere and he doesn’t have a girlfriend, but I’ve learned to have
fun with him that way.

—George Ellis, Lexington Caregiver—

The Book of Alzheimer’s: for African-American Churches
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Alzheimer’s Disease and Dementia

M BOX1B

Participation in Research

Many people dealing with Alzheimer’s disease want to do
something to help find a better treatment or a cure. They
want to help others. One way to help is to participate in
research.

Not only does research help future generations, but it

may help those participating in the study as well. Study
participants may receive new medications or free check-ups
as a part of participation.

If families are interested in participating in research, they
will want to seek answers to the following kinds of questions.

1. Is there any risk to the person with dementia? If so,
how much?

2. Does the potential benefit outweigh the risk to the
patient or the family? For example, if a new drug could
help the mother now, and the only potential side effect
is a stomach-ache, the family may decide that the risk is
acceptable.

3. Does the family know the group doing the research?
Are they a respected program and do they ask, not
require, participation and explain exactly what will be
involved including how much time is required?

4. Are the researchers’ explanations provided in language
that is easy to understand?

5. Will researchers report their findings to you?
6. Is the program free of charge!?

7. Will out-of-pocket expenses (like transportation) be
reimbursed?

If you are in Lexington Kentucky and would like informa-
tion about current research, please call our Alzheimer’s
Disease Center at 859-323-6040.
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The following exchange between an AADOP staff member and one
of our committed research volunteers captures some of the issues
involved in research participation.

Janice: And you know Mr. Trent, some black people don’t
want to be involved in research. Why do you think that is?

Pastor Trent: Uh, well some listen too much to outside

talk you know, and then some are just scared to adventure.
That’s what makes it bad . . .

Janice: Okay, so have you told other people that you're
involved in research?

Pastor Trent: Uh, yeah.
Janice: And what is their response’
Pastor Trent: Glad for me.

Janice: Oh okay, do they say that they would like to
participate also?

Pastor Trent: No, they didn’t go that far.

Janice: Yes, why do you think that is?

Pastor Trent: Well, each individual has their thoughts
concerning life, and a person can see something and really

know that it’s all right but they don’t have a desire to be
part of it.

The Book of Alzheimer’s: for African-American Churches ® ® & # @\21 \
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Caring for the Person with Dementia

InTRODUCTION

This chapter will make the case that there is a “right way”

and “a “wrong way” to help a person with Alzheimer’s disease.
When caregivers learn some of the tips in this chapter, life
will become easier.

One simple example is “not arguing.” When a caregiver can
learn to let go of the little things and be “in the moment”
with the person with dementia, the day will go better.

The chapter offers some basic tips for quality dementia care.
For more information contact the Alzheimer’s Association or
some of the suggested resources and web sites at the back of the
book. A separate manual on dementia specific resources in the
Lexington/Bluegrass area of Kentucky is also available.

About The Person with Dementia

Early in the disease, a person may communicate feelings and
problems in words; later behaviors show what words cannot.

Coping with challenging or difficult behaviors requires patience,
creativity, and the ability to live in the moment. There is not a
magic answer, but there are steps that might help, whether you
are offering advice to church members or providing care to a
family member in the home.

First, keep in mind that the person with dementia will probably
not be able to understand reason and logic. The following

are some likely causes for behavior changes in the person

with dementia.

Common Causes of Behavior Changes

Physical discomfort caused by illness, pain or medications.
Too much noise or activity.

Not able to recognize familiar places, faces, or things.
Difficulty completing simple tasks or activities.

Not able to communicate effectively - to find the right
word, answer a question or communicate needs and wants.
Fatigue.

Depression.

Constipation.

Boredom.

The Book of Alzheimer’s: for African-American Churches
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Caring for the Person with Dementia

REsPONDING TO PROBLEM BEHAVIORS

Stay calm and be understanding.

Be patient and flexible.

Don’t argue or try to change the person’s mind.
Acknowledge requests and respond to them.
Don’t take behaviors personally.

Accept the behavior as a reality of the disease and try to
work through it.

ExpLorING CAUSES AND SOLUTIONS
[t is important to identify the cause of the problem behavior
and consider possible solutions.

Identify and examine the behavior
What was the behavior? Is it harmful to the individual
or others?

What happened before the behavior occurred? Did
something cause the behavior?

Explore potential solutions

[s there something the person needs or wants!

Can you change the surroundings? Is the area noisy or
crowded? Is the room well-lighted?

Are you responding in a calm, supportive way!

Consider different responses in the future

Did your response help?

Do you need to explore other potential causes and
solutions? If so, what can you do differently?

Best Friends Approach

In the last decade, a new phrase has evolved to describe

the most effective approach to Alzheimer’s care - “person-
centered care.” The phrase was originally used by British
researcher Tom Kitwood and has become the “Golden Rule”
for dementia care.

As Virginia Bell, a nationally known social worker and writer
in Lexington, Kentucky has said, “Person-centered care
suggests that a person with dementia is still just like you and
me, with all the same feelings. They want to be heard and
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Caring for the Person with Dementia

valued, loved and cared for. Treat them as you would want to
be treated if you had Alzheimer’s.”

Virginia Bell and her colleague David Troxel have developed a
philosophy of care called “Best Friends” that is designed to bring
out the best in the person with dementia. This approach to
Alzheimer’s care reflects the growing belief that much can be
done to improve the lives of dementia patients.

The premise of the Best Friends approach is that what a person
with Alzheimer’s disease really needs is a good friend —a best
friend. When the elements of friendship are incorporated into
Alzheimer’s care, the caregiving relationship becomes

less stressful for both the caregiver and the patient.

The Best Friends approach maintains that each person with
memory loss:

Is an adult with infinite value apart from loss of memory.
Has needs of the spirit that must be nurtured with help
from others.

Has feelings about the losses from Alzheimer’s disease.
Has a unique Life Story, including a preferred name.
Needs something meaningful to “do” and ways to “be.”
Can be helped to experience more positive feelings
through quality care.

The following techniques can be used to bring out the best in
the person with Alzheimer’s disease.

UsinG THE LiFe STory 10 ProviDE CARE

As Alzheimer’s disease or dementia begins to affect a person’s
memory, it becomes important that the people involved in his
or her life know the person’s Life Story. The Life Story involves
knowing more than a person’s family or occupation. The Life
Story is who we are: our hobbies, likes/dislikes, values, roles,
and experiences.

It can be very helpful to create the person’s Life Story for future
reference by caregivers. Assisting the caregiver in writing the Life
Story of their loved one, not only can be an enjoyable process
for the caregiver, but also results in a useful tool for the person’s
care in the future. This written Life Story can be shared with
visitors, adult day staff, home care aides, long-term care staff,

The Book of Alzheimer’s: for African-American Churches
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and even physicians to assist in caring for the person.
Perhaps you have volunteers in your church who would like
to help by compiling a life story.

PARTs OF A LIFE STORY

To compose a Life Story, you will need to find out about
the person’s past. The parts of the Life Story are listed in
chronological order for your convenience, but the events
are not necessarily only related to those years. For example,
someone may have been in military service throughout his

or her working life (Bell & Troxel, 133-147).

Childhood
Birth date and birthplace
Parents and grandparents
Brothers and sisters
Early education
Pets

Adolescence
Name of high school
Favorite classes
Friends and interests
Hobbies and sports
First job

Young Adulthood
College and work
Marriage(s)/relationship(s)
Family
Clubs and/or community
involvement
First home
Military service

Middle Age
Grandchildren
Hobbies
Work/family role
Clubs and organizations
Community involvement

Later Years
Life achievements and
accomplishments
Hobbies
Travel
Family

Other Major Ingredients
Ethnicity
Religious background

Awards
Special skills

Collecting the Life Story can be a wonderful project for a
Church youth group. The story honors a person’s past and
can be helpful for the family in the future.
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Communication

How Alzheimer’s Disease and Dementia Change
Communication

A caregiver from Lexington described communication with
her Mother and her approach:

\
@

l

Well, with my Mom, she is very sensitive about being wrong and
things of that nature. So one thing that I try to do is to be sure that
I give some credibility to things that she is telling me. I just try to

always make sure that I listen to what she is saying.

—Wanda, Lexington Caregiver—

The way that Alzheimer’s disease affects communication
varies from person to person.

Early in the disease, people with AD are often aware of
differences in their communication. When aware of their
language changes, they may try to cover up. They may make
up all or part of a story, become indignant, nervous or
anxious. They may use humor to cope with their difficulties
or they may admit that they are having a problem.

Alzheimer’s disease may have the following effects on a
Y
person’s communication:

Increasing difficultly expressing ideas and thoughts
in words

Trouble understanding what has been said
Difficulty finding the right words

Using familiar words repeatedly

Inventing new words to describe familiar objects
Difficulty translating thought into action

Easily losing train of thought

Difficulty organizing words logically

Reverting to speaking in a native language
Using curse words more often

Speaking less often

Relying more on nonverbal gestures
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Unfortunately, many people with AD withdraw from social
situations because they don’t want others to know about
their problems.

One caregiver described the change in her sister:

She didn’t want to visit or see her friends anymore. She just did not
want to be bothered. And then I would try to get her to play cards
and she would say.” I don’t want to play cards, what am I going to
play cards for?” She loved to play cards. And, of course, it got to the
place where she did not want to go to the grocery store. She did not
want to go out. Socially she just did not want to be bothered; it was
too hard for her.

—Juanita, Lexington Caregiver—

Caregivers may need to develop different ways of communi-

cating with people with dementia. By changing communica-
tion strategies, the person may feel more comfortable and in
turn, have more effective interactions.
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B BOX 2A

Communication How To

Do not:

Argue, confront, correct.

Give orders, make demands.

Talk down to a person.

Talk about a person in his or her presence.
Ask questions that require too many facts.
Try to explain or prepare too far in advance.
Take negative comments personally.

Be insincere by asking questions when you are not
offering a choice.

Give too many choices.

Take anything for granted.

Do:

Listen carefully.

Help the person fill in the blanks.
Read facial expressions and body language and try to
respond appropriately.

Give compliments.

Ask opinions.

Ask open-ended questions.

Give generous praise.

Use common sense.

Enjoy the person.

Take the blame, apologize.

Be sincere.

Use the person’s Life Story.

Use positive language.

[Bell & Troxel, p. 179]
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B BOX 2B

R epetitive Phrases or Questions

People with Alzheimer’s disease sometimes ask the same
question or make the same statement over and over. For
example, “What time is it? What time is it?” or “I want to go
home. . . I want to

go home.”

For caregivers, this repetition can be maddening!

What does not work is to argue, get angry or try to correct
the person.

What can work?

Gently answer the person the first time or help him or her
with needed information.

Draw the person out by trying to find out what is
bothering them:

Person with AD Caregiver Response

“I want to go home” Mom, tell me about your home.
Wias it in the country or city?
Did you enjoy living there?

“What time is it” What do you need?
Tell me how you are feeling today.

“Where’s Mama?” Tell me about your mother.
Was she a good cook like you?
Was she very strict when you
were growing up!

Using this method will often break the repetitive cycle
and demonstrate care and concern for the person.
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AGGRESSION

When a person with Alzheimer’s disease is frustrated, scared
or unable to communicate, he or she may become aggressive
and may even physically strike out. Aggressive behaviors can
be caused by many things, including physical discomfort and
the inability to understand. If the person is showing signs
that he or she may become physically aggressive, review the
following list of tips.

Tips FOR DEALING WITH AGGRESSIVENESS:
Identify signs of frustration - Look for early signs of
frustration during activities such as bathing, dressing or
eating and respond in a calm and reassuring tone.
Don’t take the behavior personally - The person isn’t
necessarily angry with you. He or she may have
misunderstood the situation or be frustrated with lost
abilities caused by the disease.
Don’t lecture - Avoid long explanations and arguments.
Be encouraging and don’t expect the person to do more
than he or she can.
Use distractions - If the person is frustrated because
he or she can’t unbutton a shirt, distract the person
with another activity. After sometime has passed you can
return to helping the person unbutton the shirt.
Communicate directly with the person - Avoid
expressing anger or impatience in your voice or physical
action. Instead use positive,accepting expressions, such
as “don’t worry” or “thank you.” Also use touch to
reassure and comfort the person.
Decrease level of danger - Assess the level of danger
—for yourself and the person with Alzheimer’s. You can
often avoid harm by simply stepping back and standing
away from the person. If the person is headed out of the
house and onto the street, more assertive action may be
necessary.
Avoid using restraint or force - Unless the situation is
serious, avoid physically holding or restraining the
person. He or she may become more frustrated and may
cause personal harm.

OOOOK‘
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An example of how to handle agitation was provided by one
of our caregivers,

Well I’ve seen, I guess in the last couple of years, I've seen her
become more agitated, like if there is a project that she is working
on trying to complete. She gets agitated, just like when she loses
her train of thought she becomes very agitated...I notice this more
so recently, she will get her words mixed up, or if a word doesn’t
come out exactly correct it bothers her, but I try to make her realize
that it doesn’t bother me or anyone else. We just help her finish the
sentence.

—Anna, Lexington Caregiver—

Sleep Problems are Common

Sleeping problems experienced by those with Alzheimer’s
disease and caregiver exhaustion are two of the most
common reasons for placement in nursing homes. While
experts are not certain how or why sleeping problems occur,
many professionals attribute them to late-day confusion or
“sundowning.” When sleep problems occur, try to plan
more active days, restrict sugar and caffeine late in the day
and consult your physician.

|//andering

A person with Alzheimer’s is likely to wander at some point
during the disease. Identifying the cause of the behavior

can help reduce its occurrence. One reason wandering is
common is that persons get confused about time and place.
They head out the door since they think they’re late for work
or have to get home.

Recommend that church members join the Safe Return
program of the Alzheimer’s Association for an identity
bracelet and other materials. The program has a 24 hour
Hotline that can be called to report a wanderer or for law
enforcement to call if they find someone.
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Peofple with Dementia Benefit S
rom Activities :
Life is an activity. Throughout the day, we spend our time .
working and playing with friends and family or by ourselves. .
People with Alzheimer’s disease often need help to continue .
to participate in their favorite activities. Participation in 2
activities, including those offered by your faith community, :
can improve mood and enhance the caregiving relationship. .
As one caregiver in Lexington shared: “I think many of my “think many of my :
problems with my husband stem from his boredom - he problems with my .
doesn’t have enough to do.” This caregiver worked hard to husband stem from .
plan more for him to do at church, and enrolled him in an his boredom - he .
adult day center program. “I didn’t think he’d like it but doesn’t have enough &
now he looks forward to it.” to do.” .
Purposk oF AcTIviTIES .
To socialize and feel physically close .
to others. 8
To be productive. o
To feel successful. .
To play. o
To build and retain skills. .
To have a sense of control. '-
To fill a religious or spiritual need. .
To experience growth and learning. .
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B BOX3A

PLANNING ACTIVITIES
When planning activities and daily tasks to help the person
with Alzheimer’s disease organize the day, think about:

What skills and abilities does the person have?
What does the person enjoy doing?

Does the person begin activities without direction?
Does the person have physical problems?

APPROACH
Make the activities part of the daily routine.
Focus on enjoyment, not achievement.
Determine what time of day is best for the activity.
Offer support and supervision.
Be flexible and patient and stress involvement.
Help the person remain as independent as possible.
Simplify instructions.
Establish a familiar routine.

ENVIRONMENT
Make activities safe.
Change your surroundings to encourage involvement.
Minimize distractions that can frighten or confuse
the person.
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Personal Care

People with Alzheimer’s disease may need help with routine
activities related to grooming and hygiene. This assistance
can be a problem because it signifies a loss of independence
and privacy. Providing such care is also difficult for caregiv-
ers, especially when they assist with activities that interfere
with the individual’s privacy.

)
@

When it’s time for my mother to bathe or take her medications, she
can be resistant to doing these things, and sometimes just be mean.
So I've come up with things to say when she doesn’t want to do
something in particular. If she says something like, “You’re not my
momma or daddy,” I try to put some humor in it and I tell her that
I’ve been reincarnated as them, you have to do it. Or, if she tells
my sister the same thing, she’ll tell my mother that her mother and

father were in her dreams the night before and told my sister to tell

my mother to do what she says. Taking this approach makes us all
laugh and takes the edge off of difficult moments.

—Tim, Caregiver—

BATHING

Bathing is often the most difficult personal care activity that
caregivers face. Because it is such an intimate experience,
the person with Alzheimer’s may perceive it as unpleasant,
threatening or painful and, in turn, scream, resist and hit.
These behaviors often occur because the person doesn’t
know what bathing is for or doesn’t have the patience to
endure the unpleasantness associated with a lack of modesty,
being cold or experiencing discomfort. Try the following:

Simplify - Do as much as possible to make the process
easier, such as increasing the room temperature and
having bath towels nearby.

Help the person feel in control - Involve and coach him
or her through each step of the process. You may need to
experiment to find out if the person prefers showers or
tub baths and what time of day is best.
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Create a safe and pleasing atmosphere - Place nonskid
adhesives on the floor surface and grab bars in the
bathtub to prevent falls. Test water temperatures in
advance to prevent burns.

A recommended resource for more help on this topic is
Joanne Rader’s Bathing without a Battle, 2001.

ToILETING

People with Alzheimer’s disease often experience a loss

of bladder and/or bowel control. This loss can be caused

by many factors, including medications, stress, a physical
condition, the environment or even the person’s clothing. If
incontinence is a new problem, consult a doctor to rule out
potential causes such as a urinary tract infection, weak pelvic
muscles or medications.

DentaL CARE

Good oral hygiene can be a problem for people with
Alzheimer’s disease. Brushing is sometimes difficult due to
the person’s inability to understand and accept assistance
from others. In order to help:

Provide short, simple instructions - “Brush your teeth”
may be too complex. Instead try: “hold your tooth
brush,” “put paste on the brush” and “brush your top
teeth.”

Use a mirroring technique - Hold a brush and show the
person how to brush his or her teeth.

Monitor daily oral care - Brush teeth or dentures after
each meal and floss daily. Remove and clean dentures
every night and brush the person’s gums and the roof
of the mouth. If the person refuses to open his or her
mouth, try using oral hygiene aids available from

your dentist to prop the mouth open. Strained facial
expressions during dinner or refusal to eat may indicate
oral discomfort.

Caregivers are essential in helping the person maintain oral
hygiene, noticing any problems and seeking help from a
dentist. Notify the dentist in advance that the person has
Alzheimer’s disease, so that an oral care routine can be
developed.
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Safety

A confused person should not be left unattended. However,
it is often difficult or impossible to watch the person all of
the time. Thus, home-based caregivers need to make their
homes as safe as possible. Here are some tips.

SAFETY CHECKLIST:
Kitchen:
» Lock up cleaning supplies.
» Turn off the electricity to the garbage disposal.
. Hide knives and other utensils.
» Put away the toaster, blender and other small appliances.
» Unplug larger appliances such as microwaves.
» Remove the knobs from the stove, or hook up the stove
to a hidden gas valve or electric switch.
» Keep a fire extinguisher nearby.
» Clean out the refrigerator regularly.

Bathroom:
. Set the water temperature at 120 degrees.
. Install grab bars.
» Apply textured decals on slippery surfaces.
» Supervise the use of hairdryers, razors and curling irons.
» Remove any locks from the bathroom door.
. Remove any dangerous items from the medicine chest.

Bedroom:
+ Avoid using electric blankets.
+ Monitor the use of heating pads.
+ Install night lights between the bedroom and bathroom.

Garage:
» Put away hand and power tools such as drills, axes, saws
and picks.
» Limit access to large equipment such as lawnmowers,
weedwackers and snowblowers.
» Lock up poisonous products such as fertilizers.

Throughout the House:
» Disguise outdoor locks or install deadbolts.
. Remove or tape down throw rugs and carpeting.

....@/.\)7
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+ Apply colored decals to large windows and sliding
glass doors.

» Remove poisonous plants.

. Create an even level of lighting near doorways and
stairways and between rooms.

. Remove objects that block walking paths.

Outside:

» Disconnect gas grills.
+ Lock gates to fences.
» Supervise the person in areas that are not enclosed.

Other tips:

» Remove guns from the home.
» Consider some kind of confusion lock or buzzer to alert
you if the person leaves the home unattended.

A good resource is Mark Warner’s Book: []

DrivinG

Safe driving habits require quick reactions, alert senses and
split-second decision making. For a person with Alzheimer’s
disease, driving inevitably becomes difficult.

For most of us, the restriction of driving privileges means a
loss of independence. People with dementia may refuse to
give up their car keys because they do not want to depend on
others for transportation. They also may not have the insight
and judgment to realize that they should not drive.

A diagnosis of Alzheimer’s disease does not necessarily mean
that a person has lost the ability to drive. Caregivers should
evaluate the person regularly to determine if it is safe for him
or her to continue driving.

Tips on stopping the person with Alzheimer’s disease from
driving:

Ask a doctor to write a “do not drive” prescription.
Control access to the car keys.

Disable the car by removing the distributor cap or
battery.

.
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Park the car on another block or in a neighbor’s
driveway.
Arrange for alternate transportation.

Be sensitive and supportive during this no-driving period, as
the person may feel angry and depressed. A winning strategy
can be to turn the matter over to the Department of Motor
Vehicles. A member of the public or the person’s doctor
can report the person to DMV who will be an independent
decision maker about an individual’s capacity.

ConcLusion

Ultilize the ideas in this chapter to coach friends and family
members, or members of your church on the dos and don’ts
of providing quality care. When you protect a person’s
dignity, help him or her feel safe, secure and valued, life
becomes easier. Sometimes it just takes 30 seconds to build
a relationship and reassure the person that you still care.
This is a spiritual act as well as an act that will help prevent
challenging behaviors.
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Helping Caregivers with Their Journey

INTRODUCTION

Alzheimer’s is slow and progressive, and caregivers often

have a difficult journey. In many ways, they too are

“ . ”» . . .
patients.” The following material offers ways to help family

caregivers in your church and the community.

About Caregivers

Caring for someone with Alzheimer’s disease can take a toll
on the caregiver’s physical, emotional, and financial health.
As the disease progresses, caregivers need to devote more
attention to their loved ones. At the same time, they should
not forget their own needs and must begin to accept their
own grief and fear.

The most important needs caregivers say that they have are:

1. Information about caregiving.

2. Social support from friends and family.
3. A break from caregiving responsibilities.
4. Help in planning for the future.

African Americans are more likely to take care of their
family members in the home without the use of outside
help. These caregivers would benefit from education and
increased awareness about the disease and about services as
well as information on how to cope with increasing caregiv-
ing demands. The caregiving demands may be perceived
differently depending on who is providing

the primary care as one of our patient’s

describes,

My wife has been more affected by the
disease than our children. The children
they’ve got the wrong concept about it.
Ewvery time they’re here, they’re like

— how are you feeling? Dad, can

I do this? They’re going to make

me an invalid.

—Pastor Trent, Lexington—

®
\
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Stress

More than 80 percent of people who care for Alzheimer’s
patients report that they frequently experience high levels of
stress, and nearly half say they suffer from depression. Many
caregivers don’t recognize their needs, fail to do anything
about them, or simply don’t know where to turn for help.
Too much stress can be damaging to both caregivers and the
people for whom they provide care. Recognizing the signs
and learning how to reduce stress can help.

One of our Lexington family members described how she
dealt with her stress:

B
4

Sometimes I get tired and I think, Oh, I cannot do this anymore.

I go see my Mom every day, but usually if I take a few minutes to
reflect and pray and so forth, I feel better about it. It kind of seems
like well maybe this is what I'm supposed to be doing. Maybe this
is what God has chosen me to do, to help a person who really
needs my help.

—Wanda, Lexington Caregiver—

WARNING SIGNS OF CAREGIVER STRESS:
Denial
Anger
Social withdrawal
Anxiety
Depression
Exhaustion
Sleeplessness
[rritability
Lack of concentration
Health problems

SUGGESTIONS FOR REDUCING STRESS:
Identify and use community resources.
Become educated about Alzheimer’s disease and
caregiving techniques.
Ask for help from family, friends, and the community.
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Watch your diet, exercise, and get plenty of rest.
Talk with your physician and learn to use relaxation
techniques.

Accept changes as they occur.

Plan for the future - legal and financial.

Be realistic about what you can do.

Don’t feel guilty if you lose your patience or can’t do
everything.

GRIEF AND Loss

Family caregivers can expect to experience feelings of loss,
especially as their lives and the people they love are changed
by disease. The natural phases of grieving usually involve
denial, anger, guilt, physical symptoms and eventually
acceptance. However, it is important to know that everyone
grieves differently.

To cope with the grieving process, those providing care
should consider the following:

Confront their feelings.

Accept guilt as a normal part of loss and grief.

Find ways to forgive themselves and others.

Share their feelings with a friend, support group,
therapist or spiritual leader.

Learn to feel comfortable accepting and celebrating good
things in their life. It is okay to feel happy at times even
though a family member is sick.

Churches can help families by reinforcing the importance

of faith.

| egal and Financial Issues

Alzheimer’s disease brings with it important legal concerns.
Individuals diagnosed with Alzheimer’s and their families
should plan for the future. Legal planning should begin
soon after a diagnosis is made and should include docu-
ments that authorize another person to make health care
and financial decisions and identifies appropriate plans for
long-term care.
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If the person with Alzheimer’s disease has legal capacity —the
level of thinking necessary to sign official documents— he or
she should be a part of the legal planning process.

LeGAL DocUMENTS THAT SHouLD BE CONSIDERED
Commonly used documents in legal planning for individuals
with dementia include:

Durable Power of Attorney

A durable power of attorney document gives the person with
Alzheimer’s disease the opportunity to authorize another
person, usually a trusted family member or friend, to make
decisions when he or she is no longer competent.

Power of Attorney for Health Care or Health

Care Surrogate

These documents appoint someone the person trusts to
make all decisions about health care, including choices
about health care providers, medical treatment and facilities.
For people in the later stages of Alzheimer’s, the health

care surrogate will choose care services and make end-of-life
decisions.

Living Will

In a living will, the person with Alzheimer’s disease expresses
his or her decision on the use of artificial life support
systems.

Finding An Attorney

[t is important to find an attorney who is familiar with
“Elder Law.” Elder Law covers those legal issues that affect
older people. In the past, attorneys serving the legal needs
of the elderly tended to focus on estate planning. They dealt
with the financial needs of the healthy retiree and focused
on the distribution of estates at death.

As America’s older population has grown, the field of Elder
Law also has grown. Elder Law encompasses aspects of
planning for aging, illness and incapacity, including:

Disability Benefit Applications and Appeals
Estate Planning
Guardianship/Conservatorship
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Long Term Care Planning

Medicaid and Medicare

Powers of Attorney/Advanced Directives
Social Security and Retirement Benefits

There are a number of additional fields which apply to Elder
Law. However, most Elder Law attorneys do not specialize
in every field. It is important to hire an attorney who
understands those matters of greatest concern to the patient
and caregiver. It is also important to consider the attorney’s
level of experience and the amount of time devoted to Elder
Law issues.

No Man (or Woman) Is AN IsLAND

Many caregivers make the mistake of isolating themselves
and waiting until they are exhausted to take advantage of
available community services.

A faith community should encourage members to be open
about aging issues and elder care. Caregivers may benefit
from support groups and adult day care for their family
members. Day centers get the person out of the house for
supervised activity. Many day centers are low cost or have
fees based on a sliding scale, so caregivers should be encour-
aged to try these programs without being discouraged by
potential costs.

Another way churches can help is by writing about caregiving
issues in the church bulletin or newsletter. Personal testimo-
nials make those suffering aware that they are not alone. If a
son or daughter, husband or wife, writes about their caregiv-
ing experiences and their needs, it may encourage others to
come forward and ask for help.

OOOOK‘
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Dementia and the African-American Community

InTRODUCTION

This section describes the impact of Alzheimer’s disease on
African Americans and provides information on roles
African-American churches can play.

The Alzheimer’s Association has identified a growing public
health crisis among African Americans calling it “the Silent
Epidemic of Alzheimer’s Disease.” Data from long-term stud-
ies suggest that high cholesterol and high blood pressure may
be important risk factors for Alzheimer’s. The consequences of
these discoveries are enormous for African Americans, because
high blood pressure and high cholesterol occur at greater rates
among Blacks. The number of African Americans entering
the age of risk (age 65 and over) will more than double to

6.9 million over the next 30 years. There is no time to waste.

One hero in the African American community who took her
despair and turned it into a positive mission to help others is
Lela Knox Shanks. She found herself traveling the caregiving
journey when her husband was diagnosed with Alzheimer’s
disease.

Among the lessons she learned were:

Attitude determines outcome.

Refuse to be a victim.

The AD experience is part of a “Grand Design.”
Tap into your inner strengths.

Creativity is infinite.

Connect faith to your daily life.

She cared for her husband Hughes until his death in 2000
and wrote a bestselling book about her experiences. Her final
recommendation to caregivers like herself is that “acceptance
takes away the burden,” and “in the end, only Love matters.”

Alzheimer’s and African-Americans —
Sobering Facts

According to the National Alzheimer’s Association, dementia
is 14% to 100% more common in African Americans than

in Caucasians. Researchers cannot be positive why this is

the case.

....@/.\)7

“acceptance takes
away the burden,”
and “in the end,
only Love matters.”
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Among the theories are that individuals with a history of
either high blood pressure or high cholesterol are twice as
likely to develop Alzheimer’s disease. Those with both risk
factors are four times as likely to develop the disease. Sadly,
these illnesses are common in the African-American
community.

Other health factors that may contribute to the risk of
Alzheimer’s disease are hypertension and diabetes. Sixty-five
percent of African-American Medicare beneficiaries have
hypertension, compared to 51% of White beneficiaries.

Stoke is also an enemy of the brain and can lead to dementia.
Because of the higher rates of hypertension, again, African
Americans are more likely to develop Alzheimer’s disease.

These sobering facts suggest that there is an important link
between life style and the risk of developing Alzheimer’s
disease. Many African American churches are introducing
health education programs including physical fitness and
dieting programs. It seems clear that there are now more
reasons than ever for the African-American community to
embrace these healthy lifestyle efforts and churches are aware
of this need as described below.

All of these things, high cholesterol, high blood pressure, some of the tra-
ditional things that black folks enjoy, certain kinds of foods, fried foods,
greasy foods, traditional foods, ethnic foods. Many times these things are
very, very harmful to people and they don’t know it because it has been
such a tradition among Blacks. These are things that they grew up with,
foods they grew up with. Education becomes very important in trying

to re-educate people to understand that you need to be concerned about
the kinds of foods you eat — fried foods and that kind of thing. And that
is not an easy thing, because traveling around as I do, church related,
one of the first things that people want to do is feed you and there are
those traditional things, you know fried chicken with golden brown skin.
It is just wonderful and people want you to eat that. You have to be very
selective about what you do in terms of the food that you take in.
—Bishop Richard Clark, House of God #1, Lexington, Kentucky—
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Over and above life style factors, advancing age is the biggest
risk factor for developing Alzheimer’s disease. The number

of African Americans age 65 and over will more than double,
from 2.7 million in 1995 to 6.9 million by 2030. The number
of African Americans age 85 and over is growing almost

as rapidly, from 277,000 in 1995 to 638,000 in 2030, and

will increase more than five-fold between 1995 and 2050.

Because old age happens to all of us, Alzheimer’s disease is
ultimately a problem for everyone - whatever their ethnic or
racial background.

| essons from the African-American
Dementia Outreach Partnership
(AADOP):

Based on the experience of staff and faculty of AADOP,
individuals working with African-American families coping
with Alzheimer’s disease should consider the following:

Old wounds can be slow to heal - Many African Americans
remember times in the past when doors in the health com-
munity were shut to them. Churches will need to help their
families identify trusted health care providers including well
trained neurologists who can assist in the dementia diagnosis.
Don’t forget to check with the Alzheimer’s Association for phy-
sician listings. When working with families, be good listeners
and keep your promises.

Family is important - African-American families often
include multi-generational households, and respect for elders
is strong. Family meetings can be a good idea, but remember
that there are often multiple decision makers in a family.
Identify decision makers, and work to educate them about
Alzheimer’s disease and the decisions that they will need

to make.

Faith is a part of daily life - African Americans continue
to be active in faith communities. Churches can play an
essential role in identifying people struggling with symptoms
of dementia and encouraging the use of services. Also,
caregivers often need the kind of informal support that can
be best provided by religious congregations. Such support,

....@%
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if adequate and timely, has the potential to reduce stress and
related health problems for the caregiver. Encourage your
church elders to develop a pro-active approach to helping mem-
bers travel their journey with dementia. Be a source of strength!

Additional copies of this book are available for your church
members. Contact the Sanders-Brown Center on Aging at

the University of Kentucky at 859-323-6040.

Remember to stay personal - Tell stories - Many caregivers

are willing to share stories about their experiences. Encourage
person-to-person exchange; it’s the best way to share information
and possible solutions to specific problems.

Offer church based services - If support groups that are offered
through your Alzheimer’s Association are not well attended by
your church members, the church may need to sponsor a group
with help from the Alzheimer’s Association.

Address the stigma of Alzheimer’s - Many in the African-
American community, have untrue ideas about Alzheimer’s
disease and dementia. Recognition that Alzheimer’s disease

is a medical problem requires education. One way AADOP

has encouraged the use of services is to offer free memory
check-ups. These screenings stress the importance of “enhancing
brain power.” Many in the African-American community have
responded in a positive way to this approach and have then
shared concerns about older family members. Check to see if
free memory check-ups are available through trained profession-
als in your community and consider offering the service through
the church just as you do with blood pressure screenings. Also,
families who may be unable to deal directly with dementia will
usually respond to an emphasis on the importance of keeping
their loved one safe in the home. A safety checklist is available
through AADOP at the Sanders-Brown Center on Aging and
may be useful for starting an exchange of ideas with families
who need help.

Keep it social - Even when talking about the serious topic of
caring for a family member with Alzheimer’s disease, the best
meetings usually include social time with coffee and refreshments
or other ways to “break bread.” Meetings with food allow people
to talk informally and create a comfortable, non-judgmental
setting to discuss changes in memory.
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The following prayer, written from the patient’s perspective,
reminds us that the person with the disease retains his life
history and spiritual essence and above all requires love and
respect.

)
@

Alzheimer Patient’s Prayer

Pray for me, I was once like you.

Be kind and loving to me,

That’s how I would have treated you.

Remember I was once someone’s parent or spouse,

I had a life and a dream for the future.

Speak to me, I can hear you even if I don’t understand

what you are saying.

Speak to me of things in my past of which I can still relate.

Be considerate of me, my days are such a struggle.

Think of my feelings because I still have them and can feel pain.
Treat me with respect because I would have treated you that way.
Think of how I was before I got Alzheimer’s; I was full of life,

I had a life, laughed and loved you.

Think of how I am now, my disease distorts my thinking,

my feelings, and my ability to respond, but I still love you

even if I can’t tell you.

Think about my future because I used too.

Remember I was full of hope for the future just like you are now.
Think how it would be to have things locked in your mind and
can’t let them out.I need you to understand and not blame me,
but Alzheimer’s.

I still need the compassion and the touching and most of all

I still need you to love me.

Keep me in your prayers because I am between life and death.
The love you give will be a blessing from God and both of

us will live forever.

How you live and what you do today will always be remembered

in the heart of the Alzheimer’s Patient.
—Carolyn Haynai ©3/10/00—

.
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“What happens to my
mother’s faith if she
forgets it? Does that
mean she has lost her
relationship to God?”

Keeping the Faith

In support groups, caregivers often ask: “What happens

to my mother’s faith if she forgets it! Does that mean she
has lost her relationship to God?!” Most religious leaders
and experts on Alzheimer’s disease would answer “No.”
Alzheimer’s disease may take away the person’s ability to
think and reason, but the spirit of the person remains and is
shown in other ways, including their experience of the pres-
ent moment. Some experts have suggested that Alzheimer’s
disease may put the person in a more spiritual space, as they
are no longer distracted by TV news, cell phones, news of
the day, or problems of the world.

Research has found that those patients with Alzheimer’s
disease with higher levels of religiosity and spirituality had
a slower progression of the disease as shown by their scores
on tests of memory and thinking (Kaufman, Freedman &
Koenig, 2005). Such research suggests that families should
support the patient’s remaining abilities and help them to
keep religion in their lives.

Families may need to be reminded that God is not angry
with them and is not punishing their family, and that He
has not forgotten them. They should be encouraged to keep
God as a part of their family and help their family member
in the expression of faith and hope.

Some suggestions for keeping the person with dementia
connected to his or her faith include:

1. Singing and listening to familiar hymns and other
religious music

2. Reading from the Bible or other sacred texts

3. Praying or participating in prayers given by others

4. Sharing in religious rituals such as the cross, or saying
the rosary

5. Seeing and feeling the love of God in the actions of
their
caregivers and others who love them

[Bell & Troxel, Dig Life, p. 212]
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One family member described her Mom’’s faith as follows:

I noticed that Mom’s faith was still very high even though there
might be things that she’s forgot, she taught Sunday school for 32
vears and she is always talking to people wherever we go about the
Lord. She says that certainly God will pay off after a while. She has
been saying that a lot lately to people.

—Ms. Marie Allen, Lexington—

GIvING SPIRITUAL CARE

Caregivers should understand that nurturing the spiritual
being is not limited to church activities. God’s presence in
nature can be shared through walks or drives in the country
with the patient.

Spiritual life can be enhanced through:

1. Participating in the arts including music, painting,
or poetry.

2. Being outside on a beautiful spring day.

. Enjoying a rainbow.

4. Walking along a river, lake or ocean to experience in
the majesty of nature.

(O8]

Virginia Bell has written that while many people have a
religious background and are members of a faith community,
all of us have a spirit.

A church community can nurture both!

HELp wiTH PRAYER

A continued fellowship with God may be essential for
maintaining dignity and quality of life for the person with
dementia. For the person for whom religion and prayer have
been an important part of life, efforts should be made to
allow the continued practice of faith in a manner as similar
as possible to what brought comfort to the person before the
illness. Attendance at church services may become difficult
as the disease progresses and crowds become a distraction
that interferes with communion with God.
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Individuals with dementia move through the disease at
different speeds and with different symptoms. They may
suffer from losses that affect vision and hearing as well as the
ability to think and understand the written word. Early in
the disease attendance at church services and other religious
events may provide a welcome sense of being normal. As
the disease progresses, attendance at shorter services or Bible
studies may be an option as the length of a regular service
may be too tiring for the person and large groups of people
may be upsetting. Visits to the sanctuary when there is no
service may also allow the person with dementia to continue
to connect with their earlier training.

For those persons, who cannot put words together to form a
prayer and whose mind may not recall how to pray, praying
with them, reciting old prayers, or singing hymns may help
the person to recapture the peace that praying brought
earlier in life. Long elaborate prayers are unlikely to provide
comfort and may even create anxiety when the words or
meaning are not understood. Identifying the person’s
favorite Bible verses and observing the person’s reactions
when different scripture and prayers are read will help to
determine the words and situations that create the most posi-
tive spiritual experience. Try to determine whether a particu-
lar physical time, location, or position makes the person feel
closer to God. If at home, the person may have had a special
chair or place in which he or she prayed or may have always
prayed at a particular time of day. A simple prayer before
meals said with the person is usually easy to include in the
day’s activities and may provide important continuity to the
person’s spiritual existence. When assisting with prayer, it
may be helpful to remind the person to close his or her eyes,
bow the head, or kneel if that was a part of how they prayed
before the disease. These rituals are also helpful for blocking
out distractions during the time for prayer and may allow the
person to recapture the experience of prayer.

[t is important to remember that persons with dementia
continue to experience emotion, and their moods may
change from day to day. Just as with anyone else, a prayer
may be appropriate one day but not appropriate the next.
However, prayers of praise to God as well as prayers of hope
and gratitude for life are likely to be spiritually uplifting.
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The Lord’s Prayer is not only familiar, but is an excellent
example of praising God in the humility of our humanity
and asking God’s forgiveness, guidance, and protection.

....@/.\)7

Simple Prayer Before Meals:
Bless us, O Lord! And these Thy gifts, which we are about to receive
from Thy bounty, through Christ our Lord. Amen.

Simple Prayer After Meals:

We give Thee thanks for all Thy benefits, O Aimighty God, who lives
and reigns world without end. Amen. May the souls of the faithful
departed, through the mercy of God, rest in peace. Amen.

Churches and Caregiver Support

Churches play a major role in American society, particu-
larly in the African- American community.

In general, congregations are getting older, described as
the “graying of the congregation,” thus churches will be
facing more and more issues related to caring for increased
numbers of older members in the near future. (Pieper and

Garrison, 1992).
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Caregivers tend to continue their participation in religious
communities, while decreasing participation in most other
activities (George and Gwyther, 1986). This finding provides
church leaders with an important message: families are
turning to the church in their greatest time of need - even
while giving up other activities. Sensitive church leaders will
return this confidence with support

and concern.

The church is a place for community support for African
Americans of all ages (Taylor and Chatters, 1993). Again,
church leaders and volunteers play an essential role in
African-American life and can be “earth angels” to their
congregation members by offering education and support
for caregivers.

Unfortunately, many congregations are unaware of the needs
of dementia caregivers or lack the information necessary to
provide assistance.

62 @ ® & » & The Book of Alzheimer’s: for African-American Churches
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l BOX 4A
[en Ways Churches Can Help

L.

Be informed! Host educational events about aging,
Alzheimer’s disease and caregiving and remember that
education is an on-going process. Information and
resources change over time. Stay connected with your
Center on Aging and local Alzheimer’s Association.

. Host a support group for family caregivers, or inform

your members where groups are being held. Provide a
listing of support groups and other dementia activities
on your church bulletin.

. Encourage your church volunteers and leaders to learn

about Alzheimer’s disease and dementia and to be a
resource for families in need.

. Offer alternative shorter services or home-visits for

persons who find larger crowds upsetting. Try to
prevent patient and caregiver isolation.

. Develop a Church Respite program, where friendly

visitors help out in the home or provide companion
ship a few hours a week. Don’t forget those church
members in nursing homes.

. If needed, develop an adult day program perhaps in
cooperation with other churches or community groups.

. Invite early-stage persons to continue to volunteer for

tasks that may bring them satisfaction such as folding a
church newsletter or light housekeeping/gardening.

. Build a relationship with the University Alzheimer’s

Center or Center on Aging and the local Alzheimer’s
Association.

. Encourage retired nurses to develop a church wellness

program.

10.Encourage congregation members to adopt a healthier

lifestyle to reduce the risk of stroke and
Alzheimer’s disease.

The Book of Alzheimer’s: for African-American Churches
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M BOX 4B

CHurcH YouTH PROGRAMS

A church youth program can take on elder and
Alzheimer’s care as an important project. Often one
or two members may show concern about their grand-
parents. Their enthusiasm and interest can get a whole
congregation involved.

Encourage church youth to sponsor educational
programs, volunteer to make visits to church members
at home or in assisted living/nursing home settings, or
to volunteer at a day center.

Channel enthusiasm for a project at school or for broad-
er community service. Keep young people educated and
involved with issues that effect their family

and community.
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Box ac

Do vou HAVE A SisTer JONES IN YOUR CONGREGATION?
Sister Jones is an 84-year old woman. She and her
husband were active members of St. Matthew’s Church
for over forty years. Brother Jones was diagnosed with
Alzheimer’s disease five years ago. Since then, his wife
has been the primary caregiver and they have not been as
involved in their church community. Sister Jones attends
services almost every week, but does not participate in
volunteer projects as much as she used to. Sometimes her
husband accompanies her to church but he just sits—smil-
ing and looking around. Sister Jones’ health is declining
and she told her pastor that she feels ill and tired.

Sister Jones has not used formal services such as adult day
care or home-delivered meals because she does not think
she can afford them and she is not involved in a support
group because she cannot leave Brother Jones alone. She
would greatly benefit from informal support.

If a few church members would alternate providing respite
a few hours per week, Sister Jones could attend church
activities or meetings of others caring for a person with
AD (fellowship group) and she would have the needed
break she requires, knowing that her husband is in good
hands. Members of the congregation could deliver meals
to the couple a few times per week, relieving Sister Jones
of the responsibility of preparing dinner, and giving her

a break. These simple tasks require only a small time
commitment on the part of the congregation, yet would
have a positive impact on Sister Jones’ sense of well being.
Do you have a Sister Jones in your congregation! What do
you have in place to help her!?

If you need help with planning programs through your
church, contact the Center on Aging at the University of
Kentucky at 859-323-6040. We can help you reach out to
the Sister Jones and others.
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When asked whether his faith had helped
him cope with his disease, one of our par-
ticipants provided a beautiful summary for this manual:

Oh, it has, because my faith has kept me calling on God and asking
him to give me more faith and more understanding to help me in
crises like these. He said, “I’ll never leave you, nor will I forsake
you.”...So, this made me call on Him.

—Pastor Trent—
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